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SCOUTING MADE ACCESSIBLE

For elementary aged children all over the country scouting is a rite of
passage, boys and girls dream of earning badges and making lifelong friends.
This dream, however, is not always possible for children with disabilities.
Thanks to leaders like Rich Gambrill of Dundalk, Maryland and Lisa Rosenfeld
of Staten Island, New York more children with challenges are living their
scouting dreams.

A father of a special needs child himself, Richard Gambrill wanted a troop
where his child and others could belong, fully participate at their own paces
and make friends. So in 2008 he formed Troop 117, which lifts the Eagle Scout
restriction of age 18 and allows boys to achieve the distinction by earning all
of the same merit badges as typical scouts without the age constraint.

Nicholas Heuchan, CLN3, a proud member of Gambirill’s Troop 117, achieved
the coveted Eagle Scout rank this past March even before he turned 18.
Nicholas is the first in his troop to earn the honor. Through his journey to get
there he acquired the requisite merit badges, including his favorites, cooking
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Lisa Rosenfeld completes craft projects with
Lauren Surrey

“The girls bond with

one another and

enjoy the opportunity
to assist and be
assisted by

their peers.”

Continued from Page 1

and coin collecting, and the difficult cycling merit badge
that took three years to complete. For his Eagle Scout
Service Project, Nicholas recruited volunteers to construct
four unique handicap accessible picnic tables for his school,
the Maryland School for the Blind.

Lisa Rosenfeld, a dedicated and inspiring teacher at Staten
Island PS37, not only works with students with a diverse
range of developmental delays in the classroom but she is
also the leader of a unique Girl Scout Troop for girls with
disabilities. In 2001 she started Troop 5312, which has
grown in 14 years from six to over 50 girls.

Michelle and Lauren Surrey, CLN3, are Girl Scouts in Lisa’s
troop who earn patches, bond with one another and other
friends, and enjoy the opportunity to assist and be assisted
by their peers. Michelle and Lauren enjoy craft projects,
outings and trips, and Miss Manners practice. Their leader,
Lisa, works hard to involve the girls in as many typical
scouting activities as possible while still keeping in mind
their comfort and the comfort of their parents. She insists
on never holding her troop back, she always encourages
them to move to the front of every crowd and fights for
their right to enjoy their freedom.

Scouting, like many other quality of life activities, is a vital
part of making sure children are able to do what children
do best, learn and play. Thanks to the generous leadership
of Rich Gambrill and Lisa Rosenfeld, Nicholas Heuchan and
Michelle and Lauren Surrey are enjoying incredible and
rewarding experiences of scouting.

Batten Disease Support and Research Association | 1175 Dublin Road, Columbus, OH 43215 | 800/448-4570



NEWS FROM OUR SUPPORTERS

CAITLIN ROSE EYESHADOW IS HERE!
Makeup Geek donates 100% of the profits from their

Caitlin Rose Eyeshadow to support research and the families
affected by Batten Disease. Marlena, co-founder of MakeUp
Geek, is a close family friend of the Allio’s and considers
Caitlin and her family to be a part of her own.

Caitlin Rose Eyeshadow can be purchased at:
http://bit.ly/1TFGUetU

FROIOS ROLL THE DICE
FOR RESEARCH

Gregg and Paula Froio and dozens of volunteers
hosted the 5th annual Road to a Cure Monte Carlo
Night in Berlin, New Jersey on February 28th. More
than 350 people attended the dinner and evening
of entertainment, which is the 16th year the Froio
family has organized this event. It honors their
daughter Melissa, who was diagnosed with late
infantile Batten disease in 1999. The Froio’s
formed the Melissa Froio Foundation to raise
money for Batten disease research. After this
year's event the Froio family donated a generous
$11,000 to BDSRA.
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PERCUSSION PALOOZA

DRUMS UP FUNDS

This May the Hoover Middle School in
Waterloo, lowa held a Percussion Palooza.
This incredible event included a percussion
concert, dessert bar, gallery walk, petting zoo,
and an electronic drum set for attendees to try.
The school donated $1,450 to BDSRA in honor
of Nick Wellner and Jax Engstrom.
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NEWS FROM OUR SUPPORTERS

NORD HONORS TONY FERRANDINO
BDSRA would like to congratulate board member

Tony Ferrandino who was named one of the National
Organization for Rare Disorder’s 2015 Portrait of

Courage Honorees. Each year NORD chooses 10 patients
and caregivers that highlight people affected by rare
disease and their stories of courage, determination, and
perseverance in the face of great odds. We are incredibly
honored to have Tony on the board and thank him for his
commitment to the families and organization.

HEIN FAMILY TRIVIA NIGHT
On February 20th, the Hein family held
their 12th annual Trivia Night to raise funds
for Batten disease research. Even though
there was freezing rain that evening, they
had over 150 friends attend to support
their efforts toward finding a cure. $5,700
was donated to BDSRA earmarked for
research. They plan to hold this event
againin 2016.
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KATHERINE B. SIMS, MD,
ENDOWED CHAIR AT MASSACHUSETTS
GENERAL HOSPITAL

www.bdsra.org

On May 7, 2015, the new Katherine B. Sims, MD,
Endowed Chair in Neurogenetics was celebrated along
with the many years of service Dr. Sims has provided
to the rare disease community. She was the founding
member of the Massachusetts General Hospital
Neurogenetics DNA Diagnostic Lab in 1994. Since that
time, she has helped unravel the mystery of over 30 rare
disease, including Batten disease where she is the leader
of the Batten Center of Excellence. Have you liked
us on Facebook?
Shown below are Dr. Sims with the new holder of the
Sims Chair, Dr. Katherine Swoboda, who will carry on the
fine work of the Lab. Dr. Swoboda is a national expert Followed us
in newborn screening and on Twitter?
was a primary speaker at
this year’s BDSRA annual
conference.

Find us and
join the BDSRA
conversation online!

facebook.com/bdsra

€

twitter.com/bdsra

Dr. Sims will continue her
work at MGH as Master
Clinician, continuing
her legacy of caring for
families who need her
most. Thank you for
your years of service
and scientific discovery,
Dr. Sims!
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ROCHESTER CENTER OF EXCELLENCE
RESEARCHERS PRESENT WORKSHOP
AT FOOD AND DRUG ADMINISTRATION

Dr. Jon Mink and Dr. Heather Adams recently participated

in a two-day workshop (April 16-17, 2015) at the U.S. Food
and Drug Administration, “Public Workshop on Assessment
of Neurocognitive Outcomes in Inborn Errors of Metabolism
and Advancing the Development of Pediatric Therapeutics
(ADEPT)". The first day of the workshop focused on assessing
neurocognition, as an efficacy outcome, in clinical trials for
individuals with disorders such as Batten disease. The second
day of the workshop focused general issues and challenges
related to assessment of neurocognition in the developing
child.

Dr. Mink presented two talks on Day 1:“Clinician Perspective”
(focusing on clinician perspectives related to efficacy clinical
trials), and “Batten Clinical Rating Scale”, an overview of the
Unified Batten Disease Rating Scale. Dr. Adams also presented
a talk on Day 1 of the workshop, “Use of remote technology to
expand the reach of clinical research”. This talk reviewed the
URBC's work to evaluate children with Batten disease through
remote, live video visits.

Dr. Adams also served on the planning committee for the Day 2

workshop and co-chaired one of the Day 2 workshop sessions,
“Tools and strategies in the evaluation of neurocognitive and
behavioral outcomes in products used to treat children”. Full
details of the workshop, including all slide presentations, are
publicly available at the FDA website: www.fda.gov/Drugs/
NewsEvents/ucm434954.htm

A transcript of the meeting is forthcoming and will also be
made available to the public on the FDA website.
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BDSRAIS ALL ABOUT
FAMILIES CONNECTING
WITH EACH OTHER

Help us update the
BDSRA family directory.

If you would like to be
included, please send your
name, address, contact
information and affected
person’s name and NCL type
to tkirby@bdsra.org.

This information is for the
directory only. BDSRA does
not sell or share the directory
with outside companies
or organizations.
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Adult Book Selection
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The Special Needs
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“From Emotions to Advocacy:
The Special Education Survival
Guide”

by Peter Wright, Esq. and Pam
Wright. 2nd Edition.

This book provides parents and
caregivers with practical advice
for advocating for their child in
the school system. It includes
information about developing

a master plan for your child’s
education, strategies for resolving
conflict with school personnel
and tips for writing good IEP
(Individualized Education Plan) goals
and objectives.

the BDSRA .
BOOKSHELF |

The book also provides an overview
and detailed information about the
IDEA 2004 (The Individuals with
Disabilities Education Act of 2004)
including:

« Findings and purposes of the IDEA
Definitions in the IDEA

« Extended school year (ESY), child
find, least restrictive environment

(LRE), private placements, statewide

assessments

« Requirements for identifying
children with specific learning
disabilities - Discrepancy Formulas
and Response to Intervention (RTI)

« Evaluations, eligibility, IEPs, and
placement

« Prior written notice, procedural
safeguards, mediation, due process
hearings, appeals, discipline, and
age of majority

- Section 504 of the Rehabilitation
Act

“Gentle Willow: A Story for
Children About Dying”
by Joyce C. Mills

Written for children who are
elementary school age, who may
not survive their iliness or for the
children who know them. This book
selection is a tender and touching
tale that helps address feelings

of disbelief, anger, and sadness,
along with love and compassion.
Characters Amanda and Little Tree
discover that their friend Gentle
Willow isn’t feeling well. (Copyright
2003).

Receive the latest updates, learn more about Batten disease and find out how to help at www.bdsra.org. 7



in loving
memory

MABEL LARSON, daughter of
Ramee Larson, Clinton IL
Born: 7-16-10 | Died: 5-29-15
(Unknown)

MARY MARTHA “EMMY” CERNIGLIA,
daughter of Ted and Suellen Cerniglia,
Fruitport MI
Born: 10-14-86 | Died: 5-16-15
CLN3 (Juvenile)

WILLIAM FORREST BRADDOCK, son of
Jason and Braley Braddock, Bryant AR
Born: 5-22-12 | Died: 5-10-15
CLN2 (Late Infantile)

LEAH FITZGERALD, daughter of
Donna Fitzgerald, Elgin SC
Born: 6-8-84 | Died: 5-5-15

CLN3 (Juvenile)

COLTON USTRUCK, son of Bill and
Melissa Ustruck, West Allis WI
Died: 4-17-15
CLN2 (Late Infantile)

REBECCA “BECCA” COLLINS, daughter
of Mike and Dawn Collins, Mokena IL
Born: 6-12-99 | Died: 4-14-15
CLNT1 (Infantile)

KATELYN PAULING, daughter of Jeremy
and Kristy Pauling, Montevideo MN
Born: 9-19-06 | Died: 3-20-15
CLN2 (Late Infantile)

AMIAYA JONES- CASSIDY, daughter of
Tiara Jones- Cassidy, Malvern AR
Born: 7-16-06 | Died: 3-15-15
CLN2 (Late Infantile)

MARY PAYTON VIGIL, daughter of Nikki
and Joe Vigil, Mandeville LA
Born: 5-28-03 | Died: 2-25-15

CLN2 (Late Infantile)

BRITTNI BLANKENSHIP, daughter of
Tami Vas, Carpentersville IL
Born: 9-16-90 | Died: 2-2-15

CLN3 (Juvenile)

KATIE KEEPING, daughter of Richard
and Donna Keeping, Cambridge,
Ontario, Canada
Born: 2-15-06 | Died: 1-25-15
CLN2 (Late Infantile)

SETH ALAN LEE DUNFORD, grandson of
Crystal Freeman, Nevada OH
Born: 9-6-08 | Died: 1-19-15
CLN2 (Late Infantile)

MARA ELISE NICK, daughter of Robert
and Alice Nick, Leander TX
Born: 10-9-91 | Died: 12-28-14
CLN3 (Juvenile)

.
BRYLEE GRACE HOLMES, daughter
of Joseph and Stacey Holmes,
Decaturville TN
Born: 3-6-09 | Died: 12-16-14
CLN2 (Late Infantile)

ASHER NIKOLAJEVS, son of Victor
Nikolajevs, Berlin Heights OH and
Leisa Oakes, Milan OH
Born: 3-11-97 | Died: 12-20-14
CLN1 (Infantile)

COURTNEY JOHNSON, daughter of Tim
and Denise Johnson, Georgetown OH
Born: 3-25-98 | Died: 11-5-14
CLN3 (Juvenile)

BDSRA takes great care to memorialize
those individuals who have passed away
from Batten disease. If a person is omitted
from this page, it is because BDSRA was
not notified of the death, did not have
permission to publish, or did not have
confirmed information.
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FIRST QUARTER
DONOR GIFTS

(Gifts given January 1, 2015 through
May 15, 2015)

The Batten Disease Support and
Research Association has been
remembered many times in the past four
months by families and friends affected
by Batten disease. Thank you for your
generous contributions. This support for
the vital mission of research and services
for families is crucial to finding a cure.
We are also grateful to those supporters
who have participated in events and
volunteered their time to advance our
efforts for Batten disease research and
family services.

JOVAN ALLEN
Kimberly Reason

ANNIE ALLIO
Imelda Kuykendall
Sean Maddison

JOSEPH ALLIO
Catherine Allio

BENTLEY BETTS
Customink Campaigns

KATE BENROTH
Mom and Dad

BRITTNI BLANKENSHIP
HoneyBaked Ham, Co.

ZICHAELA CAFFEY
Hernandez, Francisco

THE CARBREY FAMILY
Roland and Marie Martir

NAOMI CAUGHEY
Bob and Barb Caughey

LORI CLYNCKE
Mark and Linda Brandon
Martha Morgan

GARRETT COYNE
Garrett the Grand - Batten Fighter

CLIFFORD DAHL
Friends of the Chatham Library Café
Darin and Kristen Lahood

SAM ENGMAN
Nathan and Sarah Engman
Lynne J Katopodis

JAXTON ENGSTROM
Laura Brannen
Aubrey Duncan
Tara L Duncan

Brett Engstrom
Amanda Freet

Julie Gage

Mary Juel

Dale and Linda Miller
Funmilayo Obitayo
Angela Olds

Cindy Schake

RYAN FARET
Elna Faret
Mr. Napolitano

PARKER FARRERO
Jennifer Arrambide

LEAH FITZGERALD
Alan and Judith Alexander

ANN FOX
Terry and Jill Parsons

MARGIE FRAZIER
Thomas Frazier

KELSEY FULLER and FAMILY
Sylvia Fuller

THE HAWKINS FAMILY
Sean Barton

JEREMY and BRANDON HAWKINS and
TAYLOR KING
Wendell and Linda Phillips

BRIDGET KENNICOTT
Robert and Karen Jensen

THE LAMONT FAMILY
Christopher and Savita D’Agostino

STAR LEA
Christine Aleman

OLIVIA GRACE LEWIS
Booster

ExxonMobil
Shannon Ramsey

THE LOWDEN FAMILY

Dr. Gilchrist

Don Kindrachuk

Jason and Marna Laplante

EDDIE MAJESKI
Bruce Naudascher

JOHN MANGUM
Mike and JudyLynn Mangum

CHLOE MCDANIEL
Trisha Blinkiewicz

WESTLEY MCKINLEY and TAYLOR KING
David and Sherry Branecki

JEFF MONTAVON
Randy Kleckner

MATTHEW O’LEARY
Kathleen Breen

CLAIRE ORTLAND
Dave and Joan Ortland

JERRY and KIM PEDERSON
-upon their retirement
Otter Tail Power Company

CHRISTINE RATZ
Gene Emanuel

ASHLYNN RHODES
Shawna Rhodes

HANNAH RODGERS
Robert and Trina Rodgers

MASON SMERDEL
Steven Dembek

NOAH and LAINE VANHOUTAN
Madilyn Abernathy

NOAH VANHOUTAN
Eve Costarelli

NICHOLAS WELLNER
James and Jill Wellner

KYLE WESTER
Ed Dizon

BARBARA WUEBBELS
Jayne Gershkowitz

Receive the latest updates, learn more about Batten disease and find out how to help at www.bdsra.org.



JAMES MICHAEL ALDRIDGE
Calera B.P. O. Elks No. 2703

CATIE ALLIO

Jeffrey and Joanne Erickson
Sharon Scott

Donald and Georgia Visconti

CATIE ALLIO and HONOR OF ANNIE ALLIO
Amanda Bowen

Akasha Yoga

Jim and Anne Allio

Peter and Nancy Ayers

Kenneth and Christine Babcock
Catherine Barri

Rajkumar Batra

Susan Bissen

John and Mary Boss

Robert and Wendy Brindley
Michael and Debra Brown
Marilyn Butler

Paul and Denise Cantrell

Daniel and Janet Carstensen
Donald and Karen Coffman
Ruben and Sherrie Corona
Stephen and Toni Coughlin
Doris Crociani and Cynthia Lucero
Joan A Donohue

RA and MM Easton

Helen Fahey

Fairfield Host Lions Comm SVC FDN, Inc
Fairfield Police Officers Association
Carl and Janice Fowler

Robert and Laura Fussell

Pedro and Edelmira Gonzalez
James and Sonya Grant

John and Janine Grenham
Michael Hand

Julie L Haynie

Roberta L Hescock

T and J Holecek

Lawrence and Claudia Jones
Greg and Tina Johnson

Wayne and Patricia Kino
Charles and Georgina Kretz
Paula Lindsey-Nash

Antonio and Sandra Lord
Michael and Cynthia Lucero
Kevin McGreevey

John and Lydia McKenzie
Richard and Mary McLinden
Lisa Nicholas

Marina Panontin

Christine Pappas

Richard and Sandra Pascoe

V. Ruth Plunkett

Gerald and Jerelyn Popke
Quinn’s Uniforms

David L Reeves

Michael Renkoski and Rita Reeves

Charles D Roberts

Rose Schmid and Kathleen Allio
Janet S Schroder

Sharon Scott

Kathleen M Sheerin

William and Janice Spillane
Lena Stell

Charles and Sheila Thompson
Walter and Brenda Tibbet
Albin and Susan Uhrich
Richard and Glenda Violette
Donald and Georgia Visconti
Mike and Vicky Visconti

John and Virginia West

KARI ANDERSON
Fidelity Charitable Gift Fund

CURTIS ANTHONY
Paul and Elsie Anthony
Charles and Nancy Kapper

WHITNEY BARROW
William and Mary Mapes

CELIA BETZ
Tim and Jan Betz
-In honor of her birthday
Christen Coyle
Edward and Linda Midkiff
Rodney and Rosemary Tolliver
-In honor of her birthday
Mike and Mary Wendel

BRITTNI BLANKENSHIP
Karl and Kathryn Benchoff
JeanV Boreman

Karl Merkle

AMY and MICHAEL BOER
The T. Rowe Price Charitable Giving

EMILY BORTZ
Ryan Bornbach

WILLIAM BRADDOCK
Access Group, Inc.

Lorie Baker

Danielle Barnes

Kevin Cook

First Southern Baptist Church
Scott and Christine Hill
Deana Honeycutt

Tanya Kellner

Faith Leyva

Paul Leyva

Michael McCormick

Kevin Mills

Raymond and Carol Ramos
David Rostron

Diane Schnable

Eloise Thomas

DANIEL BREUER
Dad

ZICHAELA CAFFEY
Geeky Z Diaperz

CASEN CAMERON
Abigail Rivera

HANNAH CAULFIELD
Amy Caulfield
Dad and Lori

ALLY CHANCE
Jody and Kim Chance

KELSIE CLYNCKE and honor of LORI
CLYNCKE
Ed and Roxann Stubert

SOPHIA GRACE CRAWFORD
Trisha Blinkiewicz

Jacob and Jaime Crawford
Alexandria Maldonado
Chadwick and Melissa Sturgill

BECCA COLLINS

Susan Dunkailo

Norbert and Jacqueline Farnaus
Mari J Pesavento

Alex and Barbara Tenuta
Stephen and Bonnie Thompson
Divya Variyam

Tracy and Jennifer VanHoutan
Michael Klonowski

RIC Pediatric Therapy Family

JOHN DARNTON
Stephen and Bonnie Thompson

ETHAN DAVIES
Kristine and Eli Davies

KANE DEGEORGIS
Linda Crain

-Happy Heavenly Birthday
Doris Davis

KENNETH DOCKTER
Arthur and Kathleen Mezzano

THOMAS and LAURIE DOCKTER
Kevin and Janice Candio
Anthony and Patricia Casiano

JOHN B. DUNLAP
Jimmy and Susan Courtney

SETH DUNFORD
Stephen and Bonnie Thompson
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PETER EDWARDS
Mildred Solack and Carol Seider

ROSEANNE ELL

James and Karen Hadder

John and Catherine Berrens
William and Deborah Forschauer
Laurie Sticklen

John and Mary Tensing
Marianne Ungru

Lawrence and Mary Wanninger
Richard and Theresa Wilhelm
Theresa Wnek

ROSEANNE ELL and CAROLYN WILHELM
Brad and Donna Lindsay

Richard and Barbara Horton

Robert and Laura Wilhelm

Joe and Pat Moellers

DREW FERRANDINO
Drew’s Hope

LEAH FITZGERALD
Valerie A Johnson
Thomas and Carol Kreger

BRADLEY WAYNE FORD
MacClesfield Christian Church, Winstead
Charity Fund

WES FRANKLIN
Elizabeth Franklin

VELMA FRETAG
Joseph and Kathleen Allio

SHARON GRABILL
William and Hannah Stewart
Anthony and Donna Sylvestri

SHARON GRABILL AND ZANE LEWIS
Frederick and Anne MacLean
Walter and Vivian Zagrobski

LOGAN and GREGORY GREEN
Loretta Earl and Lori Grace

ROSINA GREENLEE

Daniel and Lisa Adams
Brian and Patricia Anderson
Jim and Shelly Bartoluzzi
Kevin and Gayle Brough
John and Barbara Deters
Patricia Godfrey

Douglas and Madelyn Kettering
Joyce Robertson

Randy and Darlene Royalty
Gerald and Donna Sipes
Keatra Smith

Nancy Toland

Inzel Totsch
Norma Weiman

DANIEL GOULD
Franklin and Joy Gould

YVETTE GUERTNER
Brooke Bolinske

COURTNEY GUNTHER
Melton and Marilyn Frederick

AUSTIN HEIN

Mitch and Jamie Eichelberger
Ron and Lugine Hein
Deborah Pranschke

DERON AND ASHLEY HOLT
George and Marylou Holt

JEFF HOWARD
John and Deanna Howard

BOB IRELAND
William and Patricia Dixon

CHROSTOPHER ISNARD
Theodore Aristotelidis

CHROSTOPHER ISNARD and
CLAUDE ISNARD

Didier and Marie Hovasse
Joan Salamanchuk

CLAUDE ISNARD
French Veterans Of Texas

JAMIE JERSHA
Glenn Jercha

COURTNEY JOHNSON and in honor of
NOAH JOHNSON
Dennis and Sharon Depoi

ELIZABETH JOHNSON
David and Kia Hatch

LAURA KENT
William and Shelly Johnson

SARA LAMONT

James and Andrea Armstrong
Elizabeth Belmonte
Communications High School PSFA, Inc
Evelyn Cruz

Christina Faret

Marc Femenella

Lorraine Gallucci

Ernest and Dorothy Geroni
Anne Henry

Stanley and Alyssa Jaronko
Divya Kapur

Seth and Beth Kerekes

Metro NY/NJ Chapter BDSRA

Chris and Keren Meyer

Vera Michelson

Nicholas D’Apolito and Company CPA
NJ Center For Laser Dentistry LLC
John and Ann Orlando

Ronald and Maryann Restivo

Mike Robbins

Michael Santo

William Schutte

Mildred Scoppetuolo and Donna Manning
Franca Scotto

Kathy Sheehan

Philip and Diane Simonetti

St. Anthony Church: Ministry Of St Anne
Patricia Stephens

Lucia D Taddei

Anita Thayer

Stephen and Bonnie Thompson
Edward and Mary Welstead

MARY LAMARA and KRISTEN GALLAGHER
Ed and Lisa Kerrigan

JULIA ANN LEFFLER
Valta Hartstern
John and Cynthia Jolly
Charles and Wanda Leffler
- On the occasion of her birthday
Norman and Miriam Tripp

MARCY MARTH

Steve and Peg Higgins

Gary Pauly

Brian, Gary, Mitch and Keith Peterson
Jeannie Walsh

Keith Peterson

Jay DeGroft

Beth Miller

RYAN MAYNARD
Steven and Elizabeth Cutter

HUDSON and LEILA MIMLITSCH
Jamie Pelfrey

TAYLOR LEE MOHR
Kaitlin Dochterman

BOB NAUDASCHER
Bob and Mary Kay Rohde

BOB NAUDASCHER and honor

of EDDIE MAJESKI

Robert and Nancy Gray

Sandra Kaufmann

Kenneth and Gina Montgomery

Michel Vandermay and Celeste Valentine

Receive the latest updates, learn more about Batten disease and find out how to help at www.bdsra.org. 11



CHERYL NELSON
Constance E Nelson

MARA NICK
Kim Larson
Don and Sherry Van Tassel

ASHER NIKOLAJEVS
Anonymous

Brenda Bahnsen

Larry and Pat Gardner
Jonathon Grimm

AW and Charlene Hargrove
Dennis Horan and Alice Roehrs
Clark and Beth Lawler

Curtis Leasher

Tyler Leimeister and Danielle Wilhelm

Amy Lowrey

Mike and Julie Myers

Ann Nikolajevs

Milton Stevens

Dennis and Sherri Ward
Robert and Mary Weichel
Jeffrey and Brenda Whitacre

ZACHARY NOORDHOEK
Greta Noordhoek

LAURA NOWACKI
Marianne Nowacki

NATHAN OLIEN
Stephen and Nicole Nelson

MEGHAN O’NEIL
Ronald and Sandra Nelson

DANIEL ORTLAND

Estela Ariza

William and Jane Avalos

Tom and Nancy Burkett
Lenore Cobb

Katherine Coppola

Diane DeGeorge

Raymond and Barbara Dudine
Mary Gilmartin

Joan Kaszuba

Jack and Joan Kisch

Dick and Marge Lutterman
John and Rosetta MacDougall
Gordon and Pat Marcinak
Carolyn Oliver

Dave and Joan Ortland

Mike Puzzele and Janice Cokas

Kevin and Jennifer Revicki

- as a birthday gift to Mrs Ortland
Mike and Wendy Stankus
Julie Vergara

KATELYN PAULING
Travis and Kati Birhanzl
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Maria Botker

Laura Gisch

Jessica Hauser

Montevideo Class Of 1995
Waconia Manufacturing, Inc.

DAVID PETTERSON
Mickey and Lorraine Brown
Ann Caldwell

DEB TISZAI PHILLIPS

Norm and Kathy Reynolds

Lisa Weber

Jane Brzoska

Darrell Campbell

Barbara Cook

Curtis R. and Deborah R. Lowther
Bud and Elaine Eggebrecht
Chip and Amy Eggebrecht
Carroll and Sarah Huff

John Kelly

Kathy Lapp

Charles and Wanda Leffler
Gene and Kathleen Magnarini
Jacqueline Marsan

Kevin and Cindy McCrory
Sarah C Moore

Patrick and Holly Mull

Gerald and Stephanie Orlick
Ronald and Karen Otteni

Julie Popichak

Maryann Robinson

Timothy and Berghetta Schmidt
Stephen and Bonnie Thompson
UTC Aerospace Systems

MARCUS JOHN HECTOR-PURNELL
Ellen Miller

SHIV RANA
James and Elaine Soya

B AND P REID
Yvonne Reid

CHARLIE SCANLON
Elizabeth S Lorenz

THOMAS SCHULTZ
John and Caryll Schultz

NATEY SCHWARTZE
Angelo and Susan Bellassai

KESLEY SHUROS
Janice Hotvedt
Warren and Lois Shuros

ERIKA SPAIDE
Miguel and Nancy Peruyero

WILLIAM and GRACE STAMCOMBE
Keith Levesque

CHERYL STOKES

Richard and Rose Anderson
Elizabeth Fehlman

Susan A Koons

Tom and Marilyn Stokes

BROXTON TAYLOR
Jennifer Feirstein
Run For Broxton

SILVIO VACCAREZZA
Donald and Georgia Visconti

MARY PAYTON VIGIL
Brenda Bedingfield
Roberta Bell

Susan Boehnlein
Michelle Boudreaux

Lisa Byrum

Cord and Ragan Cantrelle
Dennis Coker

Wendi Corales

Katy Cressend

Ariel and Julia Cretu
Norbert and Jacqueline Farnaus
Jennifer Frosch

Diane Gunther

Mike and Meredith Hall
Christy Hassell

Holly Hasty

Adrienne Herrmann
Allison Holthoff

Michael and Anne Malone
Callie Melton

John and Debbie Miller
Kimberly Moulds

Kris Muntan

William Nixon

Ryan Orgeron

Craig Paretti

Melissa Paretti

Sherry Patchan

Erika Quinlan

Colin Reilly

Barbara Roussel

Beth Saacks

Jolene Saacks

Shelly Sisson

Clint and Chantal Shirley
Andrea Trosclair

Frank Vigil

Elizabeth P Williams

BRITT AND JORDAN WATSON
Kathy Ketner
Dennis and Karen Watson

MICHAEL WHEELER
Lita Ciaccio



CAROLYN WILHELM and in honor of
ROSEANNE ELL
Bruce Yeazell

CHELSEY WORSTER
Nina M Morrison

MADDIE ZELLMER

Greater Kansas City Community
Foundation

Brad and Cheryl Williams

RUTH ZELLMER

Ted Altenburg

Sandra Bain

Joanne W Borror

Brendan and Liz Donovan
Elizabeth Holland

David and Sharon Moore
Northland Anesthesiology Inc.
Michael Pack

William and Patricia Shell
Gene and Missy Spratford
Jane Suszek

Elizabeth Walter

Anne Weaver

Jane, John, Jeff, and Jim Zartman,

DANIEL YANAK
Les and Debbie Ham

Alabama Chapter BDSRA

Donna A Alderfer

Christine Aleman

Alliant Energy Foundation, Inc.
Andrea Benner Allio

Gwen E. Allison

American Endowment Foundation
Anonymous

Melody Anzini

Stacey Ardizzone

AT&T/United Way/Employee Giving
Campaign

Joanne Balkit

Bank Of America United Way
Emily Bash

Batten Disease Research, Maurice St. Gelais
Angelo and Susan Bellassai

Brock and Ellie Benroth

Craig and Charlotte Benson

Laura and Barrett Betts

Andy and Jenni Betz

Heidi Bigelow

BioMarin Pharmaceutical Inc.
Bobby L. and Cynthia E. Blades

T. James and Maryalice Blake
Anthony Bock

Brandy and Don Boley

Terry and Mary Bortz

Donald and Linda Bosshardt

Bravelets

James and Judith Breen

Daniel Breuer

Sheree L Bright

Kimberly J Brown

Brad and Julia Burtwistle

Amanda Bushelman

Brandy Buske

Ann C. Caldwell

California State Employees Charitable

Campaign

Clinton and Patricia Calvert

Rob and Anne Caughey

CFCNCA 0990

CFC of Chattanooga Area

CFC SENC FUND 0656

CFC United Way Of Central Ohio
(360 S Third St)

Jody and Kim Chance

Les and Celeste Chappell

Jessica Cohen

Mike and Dawn Collins

Combined Federal Campaign Eastern

Wisconsin

Frank and Anne Conrad

Timothy and Kristin Coon

Robert and Glenda / AKA Corky Cooper

Linda Crain

Scott and Faith Cross

CSX Transportation

David and Corrina Dahl

Christopher and Heather Dainiak

Nicole M. Darling

Kristine and Eli Davies

Dennis and Sharon Depoi

Fred and Peggy DiCapua

Ron F Dietrich

Gene and Edie (Edith) Dockter

Mike and Donna Dodge

Victoria Dropp

Danny and Sara Dugger

Eastern Panhandle CFC

Eastern Pennsylvania and Southern NJ CFC

Nathan and Sarah Engman
Ethan’s Reason

Gail Falk

Elna Faret

Norbert and Jacqueline Farnaus

Federated Campaign Stewards, Ohio River

Valley CFC 0682

Charolott Feldman

Vivian Fernandez

Rocco and Dolores Ferrandino
Cecelia D Fields

James and Jayne Fields

John and Debra Fink

Robert and Audrey Fink
Donna Fitzgerald

Jon and Cynthia Floria

Donna Fogle

Rayburn and Debbie Fontenot
Mary Forseth

Crystal Freeman

Gregg and Paula Froio

Alan and Julie Gahlbeck

Paul and Sheila Gair

David and Carol Galloway
Gardner Denver Inc

Gateway CFC

GE United Way Campaign
Tomas Gedeon

Give With Liberty, Liberty Mutual Foundation
Match

Global Impact

Richard and Katherine Godfrey
Beverly Goll

Greater NC Area CFC

SA Haas

Paul Hagopian

Chris and Wendy Hawkins
Heart Of America Chapter BDSRA
Kenneth and Norma Hensley
Michele M Hensley

Tony and Andrea Hernandez
John Hetteberg

John and Tina Heuchan
Sandra Hofmann

George and Marylou Holt
Honeywell International Charity Matching
Jennifer Horner

Hospira Employee Giving Campaign
Alain and Janie Isnard

James Jacobi

Bruce Jeremiason

Keith and Alice Johnson

Lance W. Johnston

Chris and Clarissa Joyce
Jacqueline A Judah

JUSTGIVE

Martin and Helen Katz

Aaron Keller

Nichole Keller

Michael and Barbara Kelly
Eugene and Karen Kennedy
Robert and Judith Kilia

Larry and Jean Killen

Michelle Killinger

Douglas and Susan Klee

Joan S. Knudsen

Kroger - Community Reward
William LaMont

Charles and Wanda Leffler
Lenora Lehwald

Alma Nell Lewis

James and Rose Liesen

Jim and Laura Link

David Lippert and Marjorie Frazier
Scott and Nancy Lowden

Jim and Becky Lucas

Martin and Vicki Lumm

Nancy Mangum

Receive the latest updates, learn more about Batten disease and find out how to help at www.bdsra.org. 13



Raymond and Elizabeth Maniaci
William and Mary Mapes
Marathon Petroleum Corp, PAC Matching
Gift Program

Elmer and Judy Martinez

Naomi Martinez

Joel and Christine Maynard

John McCarthy and Denise Larson
Julie McDermott

Phyllis and Kelly McDonald
McKesson Foundation c/o JK Group Inc
Dean and Jennifer Medley
Medtronic, YourCause, LLC

Horley and Rhonda Mello

Merck Foundation

Miami Valley CFC

Midwest Chapter BDSRA

William and Cynthia Milani

David and Deborah Milecki

Marcia Miller

Charles and Tini Montavon

Jessica Montville

Morgan Stanley Annual Appeal c/o
Cybergrants

Suzanne Mudd-Yarber

National Fuel Gas Distribution Corporation
Carson and Carolyn Neifert
Robert and Marjorie Newell
Thomas Noordhoek

Janet Nuttall

NYC CFC 0626

Ohio Chapter BDSRA

Michelle O'Leary

Jeanne Olivieri

Onehope Foundation

Orsini Pharmaceutical Services, Inc.
Dave and Joan Ortland

Melissa O'Rourke

Jeremy and Kristy Pauling

Edward and Cindy Payne

Betsy F Peck

Peninsula CFC

Warren and Brenda Pfohl

Amy Phillips

Christie Phillips

Ken and Lexine Pranschke
Premier

Robert and Phyllis Preyer
Nripendra and Suneeta Rana

Joe Rankin and Tuesday Harrison
Nikki Rast

Richard Ratz and Jane Emanuel
Dustin and Becky Reese

William and Jackie Richards

David and Martha Rickman
Graclynn Rider

Marion Rissman

Robert and Trina Rodgers

Randy and Darlene Royalty
Sanford Health

Sanford School Of Medicine Of The
University Of S. Dakota

Cindy Schaller and Brenda Desena
Lewis and Carol Schattler

Debbie Schirk

Anthony and Ann Schreiner

John and Caryll Schultz

Beth Schwartze

Francis and Teresa Schwartze
Kathy Sedrel

Lauren Seilnacht

Sempra Employee Giving Network
William and Patricia Shell

Warren and Lois Shuros

Richard and Sheila Siborg

Chris Smith

James and Linda Smith

Southeast Chapter BDSRA

St. Marys Catholic Club Inc. (SGC)
Melissa Staab

State Employees’ Community Campaign
Tom and Marilyn Stokes

Madeline F Stone

Paul Stromquist

Phillip and Darlene Stubbs

Phillip and Patricia Stubbs
Jacqueline L Suchnick

Mary Suits

Super Heat, Inc.

Fred and Janet Surrey

John and Kirsten Swindall

Kathryn Swoboda

Richard Tarburton

Kristi Taylor

Paul and Kelly Taylor

Teespring, LLC

The Easter Foundation

The Giving Campaign Allstate

Eric and Christine Thelen

Bonnie Jo Thompson

Jim and Jill Thompson

Sara CThompson

Stephen and Bonnie Thompson
Thonpson Reuters (My Community Program)
Autumn Timko

Rodney and Rosemary Tolliver
John and Jennifer Tyler

Reidar and Linda Tynes

United Way California Capital Region
United Way Of Central and Northeastern
Connecticut

United Way Of Greater Philadelphia and SNJ
United Way Of Kentucky

United Way Of Northern Utah
United Way Of Pierce County
Andrew and Celia Valrosa

Steven and Kathy VanSpankeren
Verizon

William and Connie Vermeire
James and Diane Voborsky

M and Michelle Wade

Fredrick Waller

Dave and Judy Walsdorf

Vince and Carol Walsh

Paul and Norma Weiss

James and Jill Wellner

Wells Fargo Community Support Campaign
Western New York CFC

Lucille White

Cheri Whobrey

Derek Wood

Jay and Paula Worster

YourCause, LLC Trustee For Hewlett-Packard
Daniel and Mary Ystesund

Todd and Kimberly Zellmer

Fred and Carol Zwoyer
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Catie and Annie’s Cops
In memory of Catie Allio and in honor of
Annie Allio

Casino Night
In memory of Melissa Froio

Comedy Night
In honor of Mason Smerdel

Family Garage Sale
In memory of Ethan Davies

Heart of America Chapter Trivia Night
In memory of Austin Hein

Percussion Palooza
In honor of Jaxton Engstrom
and Nicholas Wellner

Run for Broxton
In memory of Broxton Taylor

Run the Creek
In honor of Brandon and Jeremy Hawkins

Sofia’s Journey (Find A Cure)
In memory of Sophia Grace Crawford

T-shirt Sale
In honor of Sam Engman

T-Shirt Sale Coordinated by Kaitlyn Carbrey

Approximately $47,700 was donated to
BDSRA for research and services.

Please direct any questions or concerns
regarding this list to Noreen Murphy at
nmurphy@bdsra.org or (800) 448-4570,
ext. 14. Thank you for your continued support.

Receive the latest updates, learn more about Batten disease and find out how to help at www.bdsra.org.
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